Introduction
Intractable diseases (IDs) are defined in the Principles of Policy for Intractable Diseases issued in 1972 by the Ministry of Health, Labour, and Welfare of Japan as: i) diseases that have resulted from an unidentifiable cause and, without a clearly established treatment, have a considerably high risk of disability, or ii) diseases that chronically develop and that require a significant amount of patient care, causing a heavy burden on their family members both financially and mentally. Some of the characteristic problems of IDs include development of multiple disorders in addition to the main symptoms of a specific ID (1, 2) , an unstable general condition as symptoms worsen over several years, and variance in symptoms depending on patient's physical condition on a given day as well as the medication the patient is taking (3, 4) . In addition to these problems, some patients have symptoms that preclude them from living a regular life, such as fatigue (5, 6) , pain (7) , and diarrhea (8) . That said, many IDs have become chronic but manageable conditions because of advances in treatment, rehabilitation, and preventive medicine.
The needs of patients with an ID vary significantly since their treatments continue for years and their physical and mental status changes with age. These patients' need for employment has become an important issue in recent years (9) since patients need to lead a life with dignity in the community (10) . Employment support (ES), including support provided via social welfare services, has therefore become an urgent issue for Japan to address.
An ES system for patients with an ID in Japan has yet to be fully implemented (11) , but patients with an ID are clearly categorized as persons with a disability under the Act to Comprehensively Support the Daily and Social Activities of Persons with Disabilities (Comprehensive Support for the Disabled Act), which was implemented in 2013. People who use welfare services will now presumably increase. In 2013, a study examined the use of employment-related welfare services (EWS) by persons with an ID in Japan (12) . Major findings of that study were that ES services under the Comprehensive Support for the Disabled Act had not adequately reached the public and that only 16% of service providers had provided services to patients with an ID. However, patients, i.e. users of those services, were not included in that study, so those findings only depict part of the situation. The current study should be able to depict the rest of the situation. As a complement to the previous study, the current study has sought to ascertain perceptions regarding a range of work-related issues and corresponding support needs of individuals with an ID.
Materials and Methods
Potential participants in this study were patients with one of the 130 intractable chronic diseases (Supplementary Table S1 , http://www.irdrjournal.com/ docindex.php?year=2016&kanno=3) designated in the Comprehensive Support for the Disabled Act. According to the Act, the 130 designated chronic diseases must meet 3 requirements: the lack of an established cure, the need for long-term treatment, and the existence of diagnostic criteria. Therefore, an intractable chronic disease may not necessarily be a rare disease. Since this study focused on work-related issues, potential participants were patients between the ages of 15 and 64, the legal working age and the general retirement age in Japan, respectively.
Potential participants were sent an anonymous self-administered questionnaire. The participants were provided with instructions that including the following: an explanation of this study and its purpose, contact information, a statement on anonymity and confidentiality, and a note indicating that returning the questionnaire by mail would constitute consent to participation in this study. The questionnaire asked participants to report their status as of Oct 1, 2014 . Since the mailing addresses of patients are nonpublic personal information, prefectural patients' associations were asked for their cooperation. These associations are organized by region, not by disease type. With the assistance of those patients' associations, 3,000 questionnaires were mailed. The questionnaire included questions regarding demographic characteristics, family concerns, employment/supported employment, work accommodations, and other aspects of life.
The Ethics Committee of the National Rehabilitation Center for Persons with Disabilities approved this study.
Results

Demographic data
Responses were received from 889 (29.6%) participants with 57 IDs (Table 1 ) living in 41 of 47 prefectures in Japan. The most frequently reported diseases were connective tissue diseases such as systemic lupus erythematosus and takayasu arteritis, followed by nervous system disorders such as Parkinson's disease and myasthenia gravis, digestive system disorders such as Crohn's disease and ulcerative colitis, and visual disorders such as retinitis pigmentosa. The demographic characteristics of respondents are shown in Table 2 .
Employment status
Of the 889 respondents, 459 (51.6%) reported that they were employed, 415 (46.7%) were unemployed, and 15 (1.7%) were did not respond. The most frequently reported reasons for unemployment were "physical decline" such as fatigue, mobility problems, and "Time commitments for treatment" such as long-term treatment and frequent hospital appointments (Table 3A) .
Asked about their willingness to work (Table 3B) , over half (56.6%) of the respondents who reported that they were "unemployed" also reported that they had been "unable to work despite [their] willingness to do so." Typical comments included "I want get a job when my physical strength has improved," "I would like to consider getting a job when my systemic pain is relieved," and "I would like to work at home so I can work at my own pace."
Common requests for accommodation included flexible working hours, working at home, and job/ workplace modifications. The most common needs at work (Table 3C) were "a workplace that understands my condition" and "employment support." Furthermore, many of the comments on needs at work concerned working/the workplace such as "working conditions training/placement, or continued support, i.e. job opportunities, for persons with a disability in Japan. Of 889 respondents, 260 (29.2%) reported that they knew of EWS while 611 (68.7%) reported that they have never heard of EWS (Table 4A ). Approximately 20% of the respondents who reported that they had "never heard of EWS" were asked if they wanted to know about those services but responded that they had "no need" or "no opinion" (Table 4B ). In contrast, more than half of the respondents had a favorable view of EWS. Typical comments were that "Although I don't intend to get a job, where I can feel free to request a short break when I don't feel well," "a workplace where a protocol is in place in case I unexpectedly fall sick," and "I am hesitant to use employment support services because coworkers might begin to resent my occasionally taking time off for treatment and doctor's visits."
Awareness of employment-related welfare services (EWS)
Providers of EWS offer transition support, i.e. job knowing about those services is a good thing," "I don't need the information at this moment, but I may want it if I need it in the future," and "I want to use EWS to find out how long I can work and how much work I can manage."
Discussion
This study analyzed 889 responses from individuals with an ID. Responses were collected from patients with 57 different diseases out of designated 130 IDs.
To survey patients with the remaining 73 diseases, Approximately half of the respondents were employed at the time of the survey, and half of the unemployed respondents reported difficulties in getting a job despite their willingness to work. The main reasons for their unemployment were "physical decline" and "time commitments for treatment." Analysis of the reasons for unemployment indicated that some of the respondents' perceptions stemmed from a lack of information on the support services available to them. Respondents reported several areas where they desired special accommodations, such as working hours, job tasks, the workplace, and time off for hospital visits/ care. These areas coincided with the areas where providers of EWS made special arrangements, as indicated by the survey of those providers in 2013 (12) .
Results of the current survey indicated that awareness of EWS is as low as 30%, and respondents were also not sufficiently aware of general welfare services for the disabled, either. Since half of the respondents who had been unaware of those services reported that they wanted to know more about those services, medical/ welfare institutions need to have a system that reliably informs patients of available welfare services during their diagnosis and treatment.
Detailed interviews need to be conducted to ascertain the needs of individuals with an ID and the accommodations that providers of EWS actually make in order to recommend what welfare services individuals with an ID need to facilitate their employment in Japan.
In conclusion, an understanding of the perceptions regarding work-related issues and the corresponding support needs of patients with an ID is essential not only for people providing support but for all relevant parties. The results of this study, therefore, are relevant for employees, employers, and occupational health/human resource professionals. Placing an excessive burden on co-workers and employers would result in the loss of employment opportunities for patients with an ID. Thus, the issue of reasonable accommodations for persons with an ID needs to be addressed in future research in order to promote continued work by those persons.
